The development process of clinical trials has for long been the territory of the researchers, healthcare providers and regulators. Patients were only involved as "subjects" and had a passive role. However, in the last decennium, patients and their advocates have been moving more towards an active participation in the development of clinical trials. Many stakeholders realise that by actively involving patients, a patient tailored system of care can be achieved. However, it can be quite a challenge for patient organisations, who often work with volunteers and limited manpower to act as an equal partner in this specialised area where deadlines, standards and certain work principles have to be met. Moreover, patient representatives need to acquire enough "literacy" in this highly scientific environment. This document presents the case of a young patient organisation EMP and the way EMP handled this challenge. It explains how a patient organisation can proceed step by step to meet the exigent criteria and how literacy can be gained through different training programmes. The document further explains how EMP started active involvement in the development of clinical trials, by initially only focusing on activities that were within realistic reach of the group. These first prudent steps gave the patient representatives further knowledge and research skills; it gave them confidence and it created a relationship of trust with the other stakeholders. These are probably strong foundations for more extensive collaboration in the field of clinical trials in the future.
